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Abstract 
Twenty-six caregiving spouses of patients with dementia in the Netherlands were interviewed to better understand 
their problems and needs. Special attention was paid to the information the caregivers received from their general prac- 
titioner. Nineteen caregivers indicated that they received little or no information about the disease and its possible con- 
sequences. Furthermore, they experienced many problems, because of the disease and the daily care they provided; 
eleven caregivers indicated a decrease in social contact, which resulted in further problems. Caregivers who sought pro- 
fessional help at an early stage experienced fewer problems in providing daily care. The results of this project suggest 
that in future health education policy special attention should be paid to the role of the general practitioner and to 
the importance of a caregiver’s social network. 
Keywords: Dementia; Health education; Social contacts; Information; General practitioner 
1. Introduction 
The Netherlands has approximately 15 million 
inhabitants. At the moment, it is estimated that 
there are about 300 000 people who suffer from 
mild or severe dementia [l]. As a result of the 
aging of the population, it is expected that in the 
next decades society and healthcare workers will 
be confronted with an increasing number of 
elderly people with dementia. The shortage of beds 
in nursing homes and other facilities, which is 
* This paper was presented at the 2nd National Alzheimer 
Congress in Adelaide, Australia, 2-4 March 1992. 
* Corresponding author. 
already a problem, will increase considerably in 
the near future. This implies that most of the care 
for these people will have to be provided by the 
spouse, children, grandchildren, friends, neigh- 
bors, or volunteers. 
A lot of research, especially in the last decade, 
has been carried out to gain a clearer view of the 
problems and the needs of people who are the pri- 
mary caregivers for their demented spouses [2-91. 
Most of these research projects arrive at the same 
general conclusions. People taking care of their 
demented spouses have all kinds of problems be- 
cause of the nature of the disease and the daily 
care they have to provide. These problems can be 
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physical, psychological, social, or financial. The 
fact that these problems occur is not surprising. 
Dementia is a disease with very severe and drastic 
consequences for all those who are involved. The 
emotional reactions of caregivers to the changes in 
their lives as a result of their partner’s disease can 
be described as mourning behavior. In the litera- 
ture, this is often called ‘anticipated mourning’ 
WI. 
As a result of the disease contact with family 
and friends may become less frequent, causing in- 
creasing social isolation. Social contact is of great 
importance in relation to health [l 11. Important 
reasons for losing social contact with relatives and 
friends are not only feelings of shame on the part 
of the caregiver, but also existing taboos and pre- 
judices about dementia in our society. The cause of 
misunderstanding is often a lack of knowledge 
about the disease and difficulties in coping with a 
demented person, how to behave, and how to deal 
with the social environment. 
According to the study by George and Gwyther 
[4], the well-being of the caregiver is not correlated 
with the duration of the disease and is only slightly 
correlated with the severity of the disease. The 
well-being of caregivers is mainly determined by 
the resources and support that are available to 
them. 
Apart from providing caregivers with support, it 
is also important that caregivers have sufficient 
knowledge about the disease, its course, and possi- 
ble consequences for both the patient and his or 
her social environment. Chenoweth and Spencer 
[2] found that families who have more knowledge 
about the disease and its possible consequences are 
better able to cope with the problems as they occur 
and with the patient’s unusual behavior in daily 
life. However, the majority ofthe families involved 
in the study had received little or no information 
from their general practitioner. Another study also 
showed that spouses and other family members of 
persons diagnosed as ‘having a dementia syn- 
drome’ received very little information from their 
doctor about the diagnosis and the problems that 
might occur [l2]. 
Previous research in the Netherlands revealed 
an enormous increase in the number of articles 
about dementia in daily and weekly news 
magazines [13]. However, the number of articles 
that could have a high impact from an educational 
point of view has not increased. Therefore, 
carefully planned public education about the dif- 
ferences between forgetfulness and dementia is im- 
portant and has already proved to be successful 
[14-153. 
The present study was conducted to gain a bet- 
ter understanding of the problems of caregiving 
spouses of patients with dementia in the Nether- 
lands. This insight is necessary because one of the 
best predictors for institutionalization is that 
caregivers can no longer provide the care at home 
that the patient needs [ 16- 181. A better understan- 
ding is also of great importance for the planning of 
future healthcare policy and education in this area 
in order to contribute to the prevention of physical 
and psycho-sociological problems of spouses of 
dementia patients. The emphasis in this ex- 
plorative study was on education provided to the 
caregiving spouses. Problems experienced by the 
caregivers were made operational in terms of diffi- 
culties with daily care, the problems that occur as 
a consequence of the daily care, the need for help 
with the daily care, the need to talk to other 
caregivers of patients with dementia, and the ex- 
tent to which the caregiver has complaints of a 
depressive nature [ 191. Several independent vari- 
ables were investigated to find out to what extent 
they contribute to the problems experienced by the 
caregivers. Besides our main objective to gain 
more insight into the problems perceived by 
caregivers of dementia patients, three research 
questions were investigated. (1) Do caregivers who 
received information from the general practitioner 
about the disease and the possible consequences of 
the disease, experience less problems with the daily 
care of their spouse? (2) How important are social 
contacts for the caregiver and for his or her subjec- 
tive experience of problems? (3) How important is 
seeking professional help at as early a stage as pos- 
sible for caregivers’ experience of problems at a 
later stage of the disease? 
2. Methods 
2.1. Sampling 
Our target group were home caregiving spouses 
of patients with dementia aged 50 years and older. 
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Other inclusion criteria were: that the spouse was 
acquainted with the diagnosis of ‘dementia syn- 
drome’, made using standard criteria [20-211 and 
the spouse was intellectually capable of giving a 
reliable opinion about the situation. Patients 
suffering from another disease that might have an 
impact on the care they need were excluded from 
this study. Seventeen patients came from the 
Maastricht Memory Clinic [22] and nine from the 
Regional Mental Health Institute. Thus the group 
was not representative of the whole group of 
patients with dementia and their caregivers, be- 
cause the caregivers had already sought profes- 
sional help. Most patients were suffering from 
Alzheimer’s disease and a few were diagnosed as 
‘multi-infarct-dementia’ (MID). 
2.2. The interview 
All interviews took place at home, in the 
absence of the demented spouse. Each interview 
lasted on average an hour and a half; a structured 
questionnaire was used. The questions were divid- 
ed into several categories: demographic char- 
acteristics of the caregiver and the patient; the 
duration of the disease; seeking of professional 
help; the information and explanation caregivers 
received from their general practitioner; difficulty 
in providing daily care (assessed with a five-point 
Likert scale, varying from very difficult to not 
difficult at all); the help the caregiver already 
receives and would like to receive; the help the 
patient needs with daily activities, such as washing 
and eating; the main problems for the caregiver as 
a result of the disease (Table 1); contact with fami- 
ly and friends since the patient was diagnosed; 
physical and mental problems of the caregiver, and 
the need to talk to other spouses of patients with 
dementia. 
The ZUNG self-rating questionnaire [19] was 
used to give an indication of complaints of a 
depressive nature. The ZUNG consists of 20 items 
and scoring is with a five-point Likert scale. The 
minimum score is 20 and the maximum is 100. In 
this study, the extent to which daily help was re- 
quired by the patient was considered as an indica- 
tor of the severity of the disease. There was no 
other criterion used for disease severity at the time 
of the interview. 
2.3. Demographic characteristics 
The group of patients consisted of 17 men and 
9 women, with ages ranging from 55 to 90 years 
and an average of 70 years. The patients were 
diagnosed as suffering from dementia 2 years 
earlier (the range was from 6 months to 8 years). 
Eighteen caregivers were able to remember how 
long they had waited to seek professional help 
after they had noticed the first symptoms and signs 
in their spouse. On average, they waited more than 
2 years (range, a few months to 5 years). The group 
of caregivers consisted of 18 females and eight 
males. In one case the caregiver was not the spouse 
but an unmarried sister who lived with the patient. 
The average age of the caregivers was 68 years, 
with a range of 50-88 years. 
The average score of the 26 caregivers on the 
ZUNG depression scale was 39, varying from 25 
until 63. The scores showed a normal deviation. 
3. Results 
3.1. Problems perceived by caregivers 
The caregivers were first asked to indicate how 
they coped with the daily care of their demented 
spouse. Nine caregivers found daily care extremely 
difficult or very difficult. Seven caregivers said 
‘I’m doing all right’, and nine caregivers found 
that daily care was not difficult. Nine people 
wished to talk to other spouses of patients with de- 
mentia in order to exchange experiences. The 
others did not wish to for different reasons, mainly 
because they did not want to hear about the pro- 
blems of other people. Table 1 shows the most im- 
portant problems the caregivers mentioned as a 
result of the disease. 
The problems in Table 1 are ranked according 
to the extent to which caregivers had problems 
with the daily care he or she provides. Cronbach’s 
alpha of this problem scale is 0.60, indicating a 
moderate internal consistency. The main problems 
mentioned were a lack of time for themselves and 
the fact that it was not possible to have a conversa- 
tion with the patient. Nine caregivers reported 
physical problems, which were mainly cited as 
cardiac in nature, or as tension headaches. From 
a t-test it appeared that caregivers with physical 
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Table 1 
Main problems of caregiving spouses of patients with dementia 
(N = 26)* 
Lack of time for themselves 12 
Conversation not possible with patient 11 
Physical problems of the caregiver 9 
Lack of help in daily care 9 
Daily contact with spouse 8 
Aggressive behavior of the patient 8 
Disorientation of the patient 5 
Incontinence of the patient 4 
*Each caregiver could give more than one answer. 
problems were also more likely to score higher on 
the ZUNG depression scale (t = 2.5; P < 0.05). 
Nine caregivers did not have any help in the 
daily care of their spouses. The people who did get 
help were mainly supported by their children, 
district nurses, neighbors, grandchildren, and 
other family members. Four people had a great 
need for help, nine people wished for a bit more 
help, and 13 caregivers did not need help. People 
receiving the most help had the lowest need for 
(more) additional help. Furthermore, it appeared 
that the more problems caregivers had as a conse- 
quence of the daily care, the more complaints of a 
depressive nature they reported (r = 0.61; P < 
0.01) and the more they would like help from 
others (r = 0.47; P < 0.01). Caregivers with a need 
to talk to other caregivers were more depressed 
(t = 2.2; P < 0.05) and also had a greater need of 
help with the daily care of the patient. 
The caregivers were then asked how much help 
the patients needed with daily activities. Nine pa- 
tients needed a lot of help, four patients needed 
some help, and 13 patients did not need any help 
or hardly any help. Most help was required when 
patients went to the toilet, washed and dressed 
themselves, looked for things they had lost, and 
ate. In this study the help required was considered 
as an indicator of disease severity. Pearson cor- 
relations showed a positive correlation between 
the severity of the disease and the difficulty the 
caregiving spouse experienced in providing the 
daily care (r = 0.39; P < 0.05). The duration of the 
disease (according to the caregiver) was not cor- 
related with any variable that measures the extent 
to which the caregiver experienced problems with 
the daily care of the demented spouse. This finding 
corresponds with the results of George and 
Gwyther [4]. 
3.2. Answering the research questions 
3.2.1. Information about the disease 
As in the study by Chenoweth and Spencer [2], 
we examined the content of the information which 
the caregivers received from their general practi- 
tioner after the patient was diagnosed as suffering 
from dementia. We looked at the information the 
caregivers reported having received about the 
disease, the possible consequences of the disease 
for both patient and caregiver, information about 
coping with problems that might occur in daily 
care, and information about organizations which 
provide help and support. The answers of 23 
caregivers were used and are presented in Table 2. 
Three caregivers did not consult their physician. 
From our research it appears that caregivers 
received little information from their general prac- 
titioner. The following are a few examples of what 
they were told: ‘The brain cells are diminishing. 
This can be a quick or a slow process; enjoy the 
time that is left’ or ‘Don’t forget to take care of 
yourself as well’ and ‘Experience will teach you 
how to cope with it’. These examples can not be 
classified as ‘information’. Ten caregivers said they 
did not receive any information from their physi- 
cian. The five items in Table 2 represent the infor- 
mation received after the diagnosis was made 
(Cronbach’s alpha is 0.59). From further analysis 
it appeared that people who received little or no 
Table 2 
The information caregivers reported receiving from their gener- 
al practitioner (N = 23)* 
The disease and its course 3 
Possible problems for the patients 4 
Possible problems for the caregiver 4 
Coping with problems in daily life 2 
Organizations which provide help and 7 
support 
*Each caregiver could give more than one answer. 
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information found coping with daily care much 
more difficult (r = 0.38; P < 0.05), independent of 
the severity and duration of the disease and the age 
of the caregiver. Although a correlation between 
information and the problems mentioned in Table 
1 was also expected, no significant correlation was 
found. 
3.2.2. Social contacts 
As mentioned in the introduction, one of the 
problems that may occur as a consequence of the 
disease, is that the caregiver loses contact with 
relatives and friends. In our study, 10 caregivers 
indicated that contact with their family had 
diminished since the disease had become establish- 
ed in the patient. Only one caregiver reported that 
contact had increased. In all other caregivers there 
was no change. Eleven caregivers reported a 
decrease in social contact with friends and ac- 
quaintances. The other caregivers reported no 
change. The decrease in social contact was highly 
correlated with an increased incidence of 
depressive complaints in the caregiver (r = 0.49; 
P < 0.05). People with fewer social contacts 
reported more problems as a result of the disease 
(r = 0.59; P < 0.01) and the more social contacts 
had decreased, the more help the caregivers 
desired (r = 0.42; P < 0.05). One of the 
characteristics of people who expressed a need to 
talk with other caregiving spouses was a severe 
decrease in their social contacts (t = 3.9; P c 
0.01). The more severe the disease, the more the 
contact with relatives and friends had decreased 
(r = 0.40; P < 0.05). 
3.2.3. Seeking professional help 
From this study it appeared that people who 
waited longer until seeking professional help after 
they noticed the first symptoms in their spouse, 
experienced more problems (Table 1) with the 
daily care they provided than people who went to 
the general practitioner earlier (r = 0.51; P < 
0.05). These findings confirm the importance of 
early detection and diagnosis of dementia [23]. 
4. Discussion 
The main goal of this explorative study was to 
gain more insight into the problems and needs of 
26 caregiving spouses of patients with dementia. 
Based on previous literature, three research ques- 
tions were investigated. One of the most important 
determinants of perceived problems from a health 
educational point of view was the information and 
explanation that the caregivers (say they) received 
from their general practitioner after the diagnosis 
was made. Therefore, the first research question 
was to find out whether caregivers who received 
information from the general practitioner about 
the disease and the possible consequences of the 
disease, experienced less problems with the daily 
care of their spouse. 
The information and explanation given by the 
general practitioner about the disease appeared to 
be very poor, although the need for this informa- 
tion was apparently present. Chenoweth and 
Spencer reported comparable results [2]. It should 
be noted that the information received was assess- 
ed subjectively by the caregivers themselves. No 
information was available about the information 
they had actually received. Information about the 
disease was shown to be very important, because 
people who received little or no information found 
coping with daily care more difficult, independent 
of the severity and duration of the disease and the 
age of the caregiver. Several explanations can be 
given for the reported lack of information. First, it 
is possible that the caregiver really meant that he 
or she had wanted more emotional support. Gen- 
eral practitioners often have too little time for this 
aspect and have insufficient knowledge of or abili- 
ty to talk about such difficult subjects. Second, it 
is possible that, because of the emotions raised by 
the diagnosis and the disease, the caregiver was 
distracted from hearing what their general practi- 
tioner told them. Further research is necessary to 
gain a better understanding of this topic. 
The second research question was to gain more 
insight into the importance of social contact for 
the caregiver and for his or her subjective experi- 
ence of problems. Eleven caregivers reported a 
decrease in contact with family and friends since 
the disease of the patient had become established. 
This was especially so when the disease became 
more severe. This caused further isolation of the 
caregiver, just when much practical and emotional 
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support was needed. The decrease in social contact 
was highly correlated with an increased incidence 
of complaints of a depressive nature for the 
caregiver and more perceived problems in daily 
life. Longitudinal or experimental research is 
necessary to draw conclusions about the causality 
of these correlations. 
The third research question was to find out the 
importance of seeking help at as early a stage as 
possible. This was made operational by the time 
people (say they) had waited until seeking profes- 
sional help after they had noticed the first symp- 
toms of change in their spouse. The results show 
that the longer people waited, the more problems 
they experienced at a later stage with the daily 
care. These findings confirm the importance of 
early detection and diagnosis of dementia. 
In conclusion, giving spouses of patients with 
dementia more information about the disease and 
its course is one of the ways that their problems 
and needs can be met as much as possible. With 
correct and adequate information, caregivers are 
better prepared for the problems that might occur. 
Special attention should be paid to teaching the 
caregiver how to cope adequately with the demen- 
ted spouse and the problems that occur in daily 
life. Emphasis should also be given to the impor- 
tance of social contact and how to retain or build 
up a social network. General practitioners can 
play an important role in providing initial infor- 
mation once the diagnosis is made. It is of great 
importance that this information is given at a 
suitable moment and not when there is, for exam- 
ple, considerable emotionaf distress. Information 
about organizations which provide practical and 
emotional support and help should be part of the 
standard information provided. Therefore, the 
general practitioner needs suf’ticient knowledge 
and skills. Experts in the field of health education 
can contribute to providing general practitioners 
with the necessary knowledge and skills; in this 
way general practitioners can play an intermediary 
role. He or she is the main person to provide initial 
information to the families of a demented patient. 
At a later stage, caregivers may wish to contact 
other healthcare workers, such as district nurses. 
These professionals should also have sufficient 
knowledge and skills to deal with both patients’ 
and caregivers’ problems and also to cope with dif- 
ficult situations that might occur. Cooperation be- 
tween different groups of healthcare workers 
confronted with patients with dementia in their 
daily work is essential for such a system to be suc- 
cessful [24,25]. 
Finally, there are some recommendations about 
the information that should be given to the general 
public. Because of the importance of an early diag- 
nosis, it is necessary that the general public has 
sufficient information about dementia, its causes, 
and the first symptoms. Because a dementia syn- 
drome is not always incurable, people should 
know when to seek professional help. However, it 
is also important to know when it is not dementia, 
but something else. Many people, especially the el- 
derly, worry about their diminishing memory and 
about the possibility that they may become demen- 
ted [ 14,15,26]. When too much attention is paid to 
dementia in mass media campaigns, those people 
who are already insecure about their memory may 
become even more frightened or worried. More 
than 90% of all people aged 65 years and older will 
not become demented [I 1. Therefore, attention 
should also be paid to information about normal 
forgetfulness as a part of the normal aging process 
[ 13,141. This should prevent unnecessary anxiety 
about dementia in the elderly. 
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